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reference	 panel	 summaries.	 The	 expert	 panel	 reached	 consensus	 about	 33	 pro-
gramme	 theories.	 These	 relate	 to	 environmental	 and	 social	 planning	 (7);	 service	
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1  | INTRODUC TION
While	there	is	no	consensus	on	one	definition	for	public	and	patient	
involvement	 (PPI)	 nor	 in	 relation	 to	 the	 terminology	 used	 (e.g	 en-
gagement and involvement are often used interchangeably or with 
different	connotations),	there	 is	a	growing	abundance	of	academic	
and	grey	literature	on	the	merits,	impact	and	experiences	of	PPI	in	
health and social care research.1-5	In	the	UK,	the	National	Institute	
for	 Health	 Research	 (NIHR)	 has	 set	 up	 the	 platform	 INVOLVE	 to	
promote	and	share	best	practices	 for	PPI.	 In	Canada,	 the	 Institute	
for	 Health	 Research	 (CIHR)	 has	 developed	 a	 strategy	 for	 Patient	
Outcome	 Research	 (POR).	 While	 in	 Ireland,	 the	 Health	 Research	
Board	(HRB)	launched	the	PPI	Ignite	Awards	in	2017	which	are	fo-
cused	 on	 enabling	 institutional-	wide	 PPI	 responses	within	 univer-
sities.	As	PPI	becomes	more	embedded	as	a	core	activity	 in	many	
national	and	international	funding	calls,	the	evaluative	literature	has	


















where	 different	 perspectives	 informed	 by,	 for	 example,	 socio-	
economic	 status,	 ethnicity,	 health	 status	 or	 gender	 can	 provide	
deeper	insights	in	designing	and	implementing	a	trial.16	There	is	also	
a recognition in the literature of the challenges of engaging diverse 
populations.	 These	 engagements	 often	 occur	 at	 the	 lowest	 levels	


























2.2 | Establishment of an expert panel
An	expert	panel	convened	in	March	2018	consisting	of	members	who	







resources	 that	need	 to	be	considered.	Many	of	 the	programme	theories	 identified	
point	to	the	need	for	a	radical	shift	 in	current	practice	to	enable	the	reciprocal	 in-
volvement	of	seldom	heard	groups.
K E Y W O R D S
behaviour	change	wheel,	co-design,	health	and	social	care	research,	public	and	patient	
involvement,	rapid	realist	review,	seldom	heard












within	 their	 respective	organizations.	 It	was	 therefore	agreed	 that	
the	template	would	extract	contexts	linked	to	adopted	policy	cate-
gories	as	noted	in	the	behaviour	change	wheel	(BCW).21	The	linking	
to	 the	BCW	policy	 categories	was	 used	 in	 the	 template	 to	 exam-
ine	 the	 developed	 programme	 theories	 by	 providing	 a	 contextual	
overview.	The	BCW	is	a	recent	but	 increasingly	popular	taxonomy	
to	assist	the	development	and	implementation	of	behaviour	change	












the community organizations inviting their members to be involved 
in	the	reference	panel	process.	Four	questions	were	created	by	the	
expert	 panel	 to	 capture	 the	 organizations	 identified	 mechanisms	
and	resources	 (Appendix	S4).	These	would	be	synthesized	 to	con-
tribute	to	the	RRR	programme	theories.	Six	reference	panels	were	
consulted in total with the following:
1. Dublin	 Simon	 Community:	 an	 organization	 working	 to	 prevent	




3. Pavee	 Point:	 a	 national	 organization	 focused	 on	 improving	 the	
human	 rights	 of	 Irish	 Travellers	 and	 members	 of	 the	 Roma	
community.
4. Transgender	 Equality	 Network	 of	 Ireland	 (TENI):	 a	 national	 or-







2.4 | Data extraction and analysis
Data	 were	 extracted	 from	 March	 to	 June	 2018	 with	 fortnightly	
meetings	to	critically	appraise,	analyse	and	synthesize	the	data	using	
a	data	extraction	tool	(Appendix	S3).	All	extractions	undertaken	by	
expert	panel	members	were	 reviewed	by	 the	 synthesis	 lead	 (ÉNS)	
and	transferred	to	an	extraction	table	(Appendix	S5).	Reference	pan-
els	were	conducted	from	May	to	July	by	ÉNS	and	TK	and	were	sum-




3.1 | Nature of data set




1. Systematic	 reviews:	 Three	 systematic	 reviews	 including	 an	
Australian-based	 review	 on	 barriers	 to	 the	 participation	 of	 so-
cio-economically	 disadvantaged	 groups	 in	 health	 research	 and	
strategies on how to increase engagement.23	 The	 second	 was	
a	UK-based	review	focused	on	black	and	minority	ethnic	group-
PPI	 involvement	 in	 health	 and	 social	 care	 research.24	 A	 UK-
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how	 to	 diversify	 participants	 in	 clinical	 research;34	 a	 UK	 study	
presenting	 participatory	 action	 research	 between	 patients	 and	
emergency	 department	 staff	 to	 improve	 palliative	 care	 experi-
ences.35	 The	 third	 article	 presented	 three	 case	 studies	 from	












ence	 of	 the	 asylum	 process	 in	 respect	 to	 access	 of	 public	 ser-




tifying	 and	 conducting	 their	 own	 research	 using	 a	 peer	 lead	
approach.42
A summary of findings about the extracted articles and reference 
panels	linked	to	mechanisms	and	resources	is	outlined	(Appendix	S6).
3.2 | Agreed programme theories linked with 
behaviour change wheel policy categories




were generated from the review and synthesis of findings from the 
literature,	 refinement	 in	discussions	with	 reference	panels	 and	via	
the	final	consensus	meeting	with	the	expert	panel	(Figure	2).







and	 reviewed	 throughout	 the	project.25,40-42	This	was	 referred	 to	
in	two	reference	panels	with	DFI	and	CIL	where	participants	noted	
that often they travel to attend meetings in venues which were not 
accessible.	One	 review	 article	 by	Adshead	 and	Dubula	 on	 under-
taking	an	emancipatory	research	project	between	the	community	
and	 academic	 partners	 from	Uganda,	 Tanzania,	 South	 Africa	 and	
Ireland	 stressed	 the	 importance	 of	 making	 university	 resources	
such	as	libraries	and	links	to	networking	opportunities	available	to	










ners as noted by two studies.23,34	Having	a	separate	space	for	en-





the	 research	 process	 from	 the	 outset.25,34,36-38,40	 The	 reference	
panel	 with	 Pavee	 Point	 reinforced	 this	 point.	 Often	 researchers	
came	to	the	organization	with	a	research	project	developed	which	
was	 perceived	 as	 culturally	 inappropriate.	 Significant	 time	 was	
then	 spent	 by	 the	 organization	 reviewing	 the	 work	 which	 was	 a	
considerable	 source	 of	 frustration.	 TENI	 also	 explained	 how	 their	
organization was small and often researchers came to them at the 
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F IGURE  1 Modified	PRISMA	flow	diagram	of	data	search
Records identified through database 
searching: PsychINFO (489) Open Grey 























Additional records identified from expert 
panel members academic (n = 19) and 
grey (n = 25): 
Total-n = 44
String 1 potentially relevant studies n = 2877





Full-text articles assessed for eligibility
using string 2 (n = 266)
Full-text articles excluded, using 
secondary string 2 exclusion or not 
relevant to seldom heard, not 
enough info (eg conference
abstract), not accessible (n = 246) 
Studies included for RRR 
synthesis (n = 20) 
F IGURE  2 Programme theories 
linked	to	behaviour	change	wheel	policy	
categories
Environmental and social 
planning:  for example, 
changing the physical space of 
meetings- Seven Mechanisms 
and Linked Resources 
33 Programme Theories on the mechanism and 
resources that enable the reciprocal 
involvement of seldom heard groups in health 
and social care research
Service provision: to enable 
reciprocal involvement-Six 
Mechanisms and Linked 
Resources
Guidelines: Creating 
protocols/Policies of best 
practice-Four Mechanisms and 
Linked Resources   
Fiscal measures: for example, 
having core funding for PPI-Six 
Mechanisms and Linked 
Resources
Communication and marketing: 
For example, using diverse 
modes of communication- Four 
Mechanisms and Linked 
Resources 
Context Regulation & Legislation: 
for example changing funding 
calls-Six Mechanisms and Linked 
Resources
Regulation & legislation : f r 
example, changing f i
calls-Six Mechanisms a d 
Linked Resources
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of innovative and flexible modes of engagement was also identi-
fied.23-25,27,31,35,45	Providing	pathways	to	accredited	education	was	
noted in four documents.23,27,37,44	The	reference	panel	with	Dublin	
Simon	Community	highlighted	 the	 importance	of	ensuring	 that	 in-
volvement	was	 linked	 to	 recognized	 training,	employment	support	
or	internship	opportunities.	Supporting	career	opportunities	and	ed-
ucational	progression	of	community	researchers	was	noted	in	three	




ble	 and	 inclusive	 spaces	 as	 identified	 by	 community	
partners.
2.	Enable	 researcher/s	 presence	 in	 community	 spaces	 to	 de-
velop	connections	and	build	trust	over	time.
3.	Undertake	 an	 audit	 of	 involvement	 spaces,	 by	 all	 partners,	
prior	to	the	start	of	the	research	project	to	ensure	accessibil-



















partners	 that	 is	 culturally	 appropriate	 to	 support	 capacity	
building.
4.	Support	 the	 career	opportunities	 and	educational	 progres-
sion	of	community	partners.
5.	Prioritize	consistent	and	 regular	 follow-up	with	community	


















3.	Ensure	 flexibility	 in	payment	methods	 to	partner	organiza-
tions	by	enabling	vouchers	or	cash	when	requested.
4. Allocate funding to celebrate success with collaborators to 
acknowledge	the	ongoing	partnerships.
5.	Provide	 reasonable	 costs	 for	 all	 community	 partners’	 en-




Box  5 Programme  Theories:  Communication  and 
Marketing
1.	Allocate	time,	at	the	start	of	the	project	to	allow	all	partners	







for doing research to overcome any community 
stereotypes.
4.	Fashion	 research	 process	 and	 community	 outputs	 that	 are	
accessible	 and	 culturally	 appropriate	 language	 using	 plain	
English	guidelines.
     |  7NÍ SHÉ et al.
Being	 present	with	 community	 partners	 and	 ensuring	 feedback	 is	
ongoing	as	agreed	with	community	partners	were	identified	in	the	
reference	panels.	Ensuring	engagement	and	outputs	are	flexible	and	












need	 to	make	 funding	 available	 to	 include	 psychological	 supports	
as	 required.	 The	 importance	 of	 funding	 for	 alternative	 outputs	 as	
identified	 by	 community	 partners	 such	 as	 accessible	 lay	 summa-
ries was noted in five studies.24,25,28,34,37	Flexibility	in	payments	to	
co-	researchers	emerged	in	the	literature	and	in	the	reference	pan-
els.23,25,28,34,40	 Dublin	 Simon	 Community	 and	 DFI	 reference	 pan-




study	 identified	 the	 importance	of	 allocating	 funding	 to	 celebrate	
success	with	community	partners.34	Including	funding	to	cover	the	
cost of involvement emerged as a mechanism in most of the lit-
erature.23-34,36,38-41	DFI	 stressed	 that	 this	was	 key	 as	often	 it	was	


































took	 six	 reference	 panels	 with	 homeless,	 women’s,	 transgender,	
disability	 and	 Traveller	 and	Roma	 organizations.	 The	 expert	 panel	























search	 with	 seldom	 heard	 groups	 is	 supported	 and	
resourced.
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It	is	recognized	through	this	review	of	the	literature	and	from	our	












in tensions given the remits of different agenda that can emerge.37,38	It	
is	important	that	time	and	adequate	flexible	resources	are	made	avail-
able to celebrate success and achievements.32	The	review	also	found	
that	funders	have	a	key	role	to	play	to	enable	the	reciprocal	involve-












process	of	engagement	allowed	 for	 a	broad	engagement	with	 sel-





contributes to a field where there has been little evidence of what 
works.	 It	 is	 evident	 from	 our	 developed	 programme	 theories	 that	
mechanisms and associated resources need to combine and interact 
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